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Abstract 
Being in paid employment is socially valued, and is linked to health, financial security and 
time use. Issues arising from a lack of occupational choice and control, and from diminished 
role partnerships are particularly problematic in the lives of people with an intellectual 
disability. Informal support networks are shown to influence work opportunities for people 
without disabilities, but their impact on the work experiences of people with disability has not 
been thoroughly explored. The experience of ‘work’ and preparation for work was explored 
with a group of four people with an intellectual disability (the participants) and the key 
members of their informal support networks (network members) in New South Wales, 
Australia. Network members and participants were interviewed and participant observations 
of work and other activities were undertaken. Data analysis included open, conceptual and 
thematic coding. Data analysis software assisted in managing the large datasets across 
multiple team members. The insight and actions of network members created and sustained 
the employment and support opportunities that effectively matched the needs and interests of 
the participants. Recommendations for future research are outlined. 
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1.0 Background  
In the context of this research, the term “work” refers to participation in occupations, tasks 
and routines that are perceived by one or more people as productive; that is, they enable a 
person to prepare for or to provide support for self, family or other community members 
through the production of goods or the provision of services [2]. This includes paid work in 
competitive employment; work in sheltered/segregated employment; volunteering and 
participation in transition to work programs. 
 
Participation in work is a typical expectation for most adults in our society. Such 
participation contributes substantially to how others see us and how we see ourselves [22]. It 
is assumed that people will seek competitive employment and it is commonly expected that 
people will make their own decisions about where, when and what type of work they 
undertake. Employment provides opportunities for self-expression and for individuals to 
develop or have affirmed a sense of self-identity and self-worth [3, 11].  Further, paid 
employment is socially valued, linked to better health outcomes, time use, financial security 
and a range of choices and opportunities in areas such as leisure and accommodation that are 
not associated with unemployment [22]. Competitive employment may support self-
determination both directly and indirectly – directly by offering a work environment where 
greater personal control is available; and indirectly through being financially able to access 
more activities beyond the working role. 
 
1.1 Occupational Choice 
The term occupational choice refers to the choices people make about their careers or any 
other daily occupation and extends also to choices about the ways in which such everyday 
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tasks are carried out. A number of factors influence occupational choice. In addition to 
personal preferences and an individual’s talents and creativity [29], the social and cultural 
context and the expectations of work role partners also affect occupational choices [10, 15, 
25]. The structuralist view of role, first described by Parsons [23] is commonly adopted in 
health and support services [16]. This view emphasizes the importance of role obligations, 
seeing role as a means of ensuring that individuals know and maintain their place in the 
social structure, thus enabling society to function smoothly. The rehabilitation model has 
evolved from this stance, and largely aims to fit the person to the job.  
 
This emphasis on role obligation has been criticised for its failure to adequately consider the 
reciprocal nature of role performance [16, 17].  If people in a given role have obligations, 
then so do their role partners. This leads to the idea of role rights, in which people in a given 
role can expect role partners to acknowledge them in that role and fulfil certain obligations 
towards them. It is a commonly accepted obligation that a worker should be punctual and 
work to the best of his or her ability. In turn it is expected that the employer should pay the 
worker a fair wage and provide rest breaks and appropriate facilities.  
 
Negative attitudes and beliefs of role partners [15, 16], in this case employers, co-workers, 
support workers and family can lead to losses in an individual’s personal sense of social fit 
[16]. Important to a sense of social fit is an awareness that each role partner is perceived to 
make some contribution to the other [16]. Issues arising from a lack of occupational choice 
and control, diminished roles and role partnerships are particularly problematic in the lives of 
people with an intellectual disability [1, 9]. Informal support networks may work to redress 
these issues [18]. 
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1.2 Work and people with intellectual disability 
Like other community members, people with an intellectual disability seek meaningful and 
rewarding work. While the role of formal services in supporting people’s engagement has 
been extensively explored in the literature, the role and impact of informal networks in this 
area is yet to be understood. 
 
The Australian Disability Service Standards [5] stipulate that funded employment services 
and vocational preparation programs must identify and address each individual’s personal 
needs. The standards state that employment services should provide appropriate and flexible 
opportunities for each individual to participate in decision-making, including decisions about 
pre employment and employment planning [5]. Services are required to provide opportunities 
and support for people to fulfil valued roles in the community, including enabling people to 
develop and maintain skills relevant to these roles [5]. Although funded organisations are 
regularly reviewed in relation to these standards [12], the actual experience of people in 
employment programs in relation to these important principles remains variable [31]. 
 
The employment support needs of people with an intellectual disability are highly individual. 
Specialised support may be needed to obtain and maintain employment that is personally 
satisfying. High levels of unemployment are of concern to families supporting a relative with 
an intellectual disability. Families have an important function as mediators of the 
employment supports provided to these relatives [18].  
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People with an intellectual disability typically experience much less control over their own 
lives than other adults in the general community. For example, Sheppard-Jones [26] found 
that adults with an intellectual disability exercised significantly less choice than the general 
adult population in every area they evaluated, including decisions about work or day 
activities. In Australia people with an intellectual disability find employment in a variety of 
settings. These include competitive employment with non-disabled peers, often referred to as 
supported employment, or in a sheltered employment setting, referred to as business services. 
Alternatively they may only participate in non-work activities during usual working hours, 
referred to as a day activities program. One of the fundamental decisions to be made is what 
setting the person will work in. Informal support networks frequently play an important role 
in helping the person make such decisions.  
 
Self-determination is also associated with the nature of the work setting. Wehmeyer and 
Bolding [32] found that individuals living and/or working in individualised settings, such as 
supported living or competitive employment were more self-determined and were more 
satisfied with their job and lifestyle than matched individuals with less individualised living 
or working/day activity arrangements such as sheltered employment or segregated, unpaid 
day activities. Also, having more disposable income enhanced self-determination [28].  
 
The impact of personal networks of informal support is often unacknowledged in the policies 
and service systems supporting the work participation of people with disabilities. In this 
context personal networks are made up of an individual’s role partners and others who are 
often recruited by families to provide support. While personal networks have been identified 
to influence work opportunities and aspirations for people without disabilities [24], their 
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impact on the work opportunities and experiences of people with a disability have not been 
well explored. Personal networks could influence role partnerships, occupational choices and 
the development and maintenance of employment opportunities [31].  
 
For the purposes of the study reported here, informal support networks included parents and 
other family members; friends and other members of the community who knew the person 
well and provided, exchanged or received support to or from him or her. Support was 
identified as any action to improve or evince the wellbeing of the person with an intellectual 
disability at the centre of the network. Such actions ranged from long term engagement to 
facilitate attainment of a specific goal, through to simple acts of friendship or ‘looking out’ 
for the person in everyday life. 
 
2.0 Method 
The research reported here is part of a wider study examining networks of support 
contributing to the continued development and maintenance of a purposeful and meaningful 
life for adults with an intellectual disability. An ethnographic research design was used as it 
allowed the intricacies of network interactions to be more fully explored [14, 19] ensuring 
that the views, interests, needs and opinions of people with disabilities and the people in their 
networks were all considered. Ethical approval was obtained from The University of Sydney 
Human Research Ethics Committee. Informed consent was obtained from each participant 
and his or her network members.  
 
2.1 Recruitment of research collaborators/participants  
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Families who were actively thinking about and planning the future of an adult with an 
intellectual disability were invited to participate. Purposive sampling ensured that people 
with diverse support arrangements were included. Family members and their wider 
relationship networks were recruited to participate. These networks included parents of an 
adult with an intellectual disability; their brothers and sisters; neighbours; and other members 
of the community, including peers of the person with disability, people from leisure and 
interest groups, employment and recreation programs, health professionals and support 
workers. Network members were invited to participate with the consent of the person with an 
intellectual disability. This paper focuses on four of these networks. The people at the centre 
of each of the networks included three women and one man; who are referred to as 
participants or, according to their choice, by their work related roles such as student, trainee, 
employee or worker, in the results section. Other network members taking part, are referred 
to variously as ‘family member’ or according to their relationship to the person at the centre 
of the network, for example, ‘sister’ or ‘formal service provider’. The four participants’ work 
roles and other relevant characteristics are outlined below.  
 Trainee/ Vocational training student:  This participant previously had two work 
experience jobs, one at a child care centre and one in the kitchens of a nursing 
home. She is 21 years of age, has completed a work transition program and is 
currently completing certificate courses in food preparation and business 
management.  
 
 Attendee/Day program participant: This participant  previously completed a 
transition to work program, and is currently attending a day program. He is 28 
years of age, has had some work experience but has not yet held a regular job. 
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 Worker/ Service recipient: This participant worked in competitive employment for 
many years, in a variety of jobs, mostly involving office work. She was made 
redundant when another company took over. After an unhappy period of 
unemployment, she now works in sheltered employment. Family members are 
keen for her to return to competitive employment. She is 38 years of age. 
 Employee in competitive employment: After some early unsatisfactory 
experiences of sheltered employment, this participant has worked in competitive 
employment for the same employer for over 20 years with the assistance of a 
supported employment service. She is 48 years of age. 
 
On average, five people in each network were interviewed, and some were interviewed more 
than once. Interviewees included parents, other family members, members of various circles 
of support, support workers, friends and allies. Participant observations of the work or work 
preparation environments of three participants were conducted. The fourth participant 
provided information about her work in interviews. 
 
3.0 Data collection   
Data were collected over ten months. Data collection methods focused on network members’ 
perceptions of the person at the centre of their network, including their needs and interests. 
Participant observations were used to identify and describe the daily life of participants as 
well as their long-standing connections and associations in the communities in which they 
lived and worked [30]. 
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Network members were interviewed individually. Interviews were relatively unstructured and 
included questions about the everyday lives, relationships, current support and future 
planning for the participant at the centre of the network [13, 27]. The participants were 
invited to talk about themselves and their lives. We conducted participant observations as 
people engaged in their daily routines in a variety of environments. These strategies ensured 
that the perspectives and experiences of people with disabilities themselves were explored. A 
minimum of three natural contexts were targeted for each person with a disability, addressing 
the domains of home, work and leisure. All personal identifiers were removed during 
transcription and the data was kept in password-protected computer files.  
 
Field notes and logs of phone calls and other incidents were kept for later analysis. 
Documents about transition to work programs and links to relevant websites were collected. 
Researchers attended meetings, seminars and workshops which addressed future planning 
and included study participants.  
 
3.1 Data analysis 
The data from the four networks included interview transcripts, extensive field notes, and 
participant observations. The data were analysed for material relating to paid work, 
preparation for paid work and/or voluntary work undertaken by the participant. Analysis 
included open, conceptual and thematic coding [4]. Data analysis software assisted in the 
management of the large datasets across multiple researchers. 
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The longitudinal nature of this inquiry offered the opportunity for prolonged engagement 
with the phenomena and participants. Participant observation of people at the centre of the 
networks, engaged in their regular routines elucidated and deepened the understanding of 
experiences touched on in some interviews and clarified the nature of the experiences of 
participants who had difficulty with verbal communication.  
 
The combination of sources used in the different phases of this study, including in-depth 
interviews and observations with a variety of stakeholders and diverse family members 
safeguarded against the dominance of any one perspective on the interaction between people 
involved [21]. The triangulation of multiple sources and types of data also provided a much 
more comprehensive and well-articulated view of the experiences of people and their support 
networks.  
 
Detailed information has been provided about the context so that others may make 
judgements about degree of fit or similarity. This is known as thick descriptive data. An 
ongoing audit, review and discussion of the processes used and data obtained occurred 
through weekly data meetings involving at least three team members. Member checks of the 
reactions of participants to the constructions of the inquirer are being solicited throughout the 
investigation [8]. Clarifications are being sought in subsequent interviews about constructions 
derived from earlier interviews.  
 
Our analysis has been reviewed by professional peers with a presentation of preliminary 
findings at an international congress [7]. This is identified by Lincoln and Guba [20] as peer 
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debriefing. Each of these inquiry dimensions has contributed to the rigour and trustworthiness 
of the findings. 
 
4.0 Findings 
Paid work had a range of personal meanings and functions in the lives of the participants. 
There was often a mismatch between their interests and choices and the services provided by 
their employment support organisations.  We were able to identify some of the elements of 
effective and successful employment support and the pivotal role of each person’s informal 
support network in facilitating this type of support. The actual work was meaningful to the 
person with an intellectual disability and was an important source of social opportunities and 
income.  The person’s work was also recognized by  network members as providing 
meaningful engagement and opportunities to develop valued skills. The interests and choices 
of participants, identified by network members, formed the basis of important employment 
development opportunities. Although these interests and skills were not always recognized, 
understood or valued by formal employment services, they could be linked to the quality of 
work performance.  Informal support network members were able to identify a range of 
qualities of effective and ineffective vocational preparation and support.  Lastly, we found 
that the meaningfulness and success of vocational support could be linked to the goodness of 
fit between the interests and needs of the person with an intellectual disability and the type of 
work and support provided. Each of these findings and examples of transcript evidence 
supporting these findings will be discussed in turn.  
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4.1 The Meaning of Work to Participants 
Work appeared to have a range of meanings to participants that were personal and went 
beyond the specific tasks involved in doing the job. It included such things as the experience 
of meaningful occupation, the development and recognition of skills, and participation in 
experiences such as travelling to and from work, relationships with co-workers, financial 
remuneration and access to opportunities that extended beyond the workplace. 
 
4.1.1 Meaningful work 
Participants who worked were seen to enjoy their work and were recognized by their 
supervisors and employers for their skills and competencies.  For example, one participant 
worked steadily and accurately and received praise for her work. While at work she 
spontaneously smiled and remarked, I’m happy. On the other hand, family members reported 
that there were days when there was no work for her to do. They said these days were long, 
boring, and not very meaningful to her. 
 
Another participant has worked for nearly twenty years in a large retail chain. Work was a 
source of enjoyment and pride for this employee who commented, I love my job… I like 
working with the other people, the staff and even the customers. Recently, her employer 
formally recognised her exemplary service record.  She described details of her daily work 
with accuracy. Yes and they come in different sizes… I know where they go in their right 
order.  
4.1.2 Source of social contacts 
Travelling to work can offer rich opportunities to socialise. One participant does not use the 
bus stop situated conveniently just outside her apartment and walks instead to a busy train 
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and bus station, arriving at her bus stop over an hour before her bus leaves. Friends and 
acquaintances, also on their way to work, meet her at the bus stop. They spend the time 
socialising with each other and with other members of the community who routinely use this 
bus stop or pass by on their way to work.  
 
One participant found the church she currently attends through a fellow worker. This has 
been an important avenue to participation in the wider community. Church members 
exchange greetings when they meet her in the local community, and some of them have 
visited her at home. 
  
4.1.3 Income supplementation 
Work makes an important contribution to participants’ income, supplementing their disability 
pension. Although social security payments and entitlements may be partially reduced 
according to how much is earned, the end result is a greater amount of disposable income. A 
formal service provider commented that this means there is more money available leading to 
greater personal opportunities and choices.  
 
Conversely, unemployment was found to lead to financial hardship and other health effects 
such as depression. Without paid employment, the standard of one participant’s 
accommodation, and the diversity and number of experiences  in leisure and other areas were 
at risk, due to loss of income. A family member said, ... they couldn’t find her a job out in the 
community. So she sat at home for – nine months. She put on weight … Other network 
members reported that this participant became depressed during this time. 
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4.2 The meaning of work to families  
Family members ascribed additional meanings to work for the participant. These included: 
 
4.2.1 Skill development 
Skills and competencies were developed and supported in employment and this was highly 
valued by family members, particularly when there were opportunities to participate in 
competitive employment settings. A participant’s sister said, … they had the idea that 
everyone who had a decent education … should have the opportunity to go out in open 
employment, so [she] never experienced a workshop. The opportunity to develop related 
skills such as travel to work and social skills was also highly valued. For example, one person 
was employed in the central business district. This involved a complex daily journey by bus, 
train and foot to and from work, as well as walking through the city to collect and post mail 
for her employer during the day.  
 
4.2.2 Time use 
Families reported they felt work was important as a means of ensuring that participants’ days 
are filled with meaningful activity. This was particularly significant to families actively 
engaged in care succession planning.  A participant’s sister said, 
[She] absolutely could work more hours and I think it would be better for her, 
particularly once Mum and Dad aren’t around, you know, cause there’s 
going to … be a lot of time that we’re going to have to somehow support her, 
when I think she could be at work … I can see that will be hard once she is 
not living with Mum and Dad. There’ll be lots of time when she is not at 
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work. It’s just one of our issues … that’s the thing that keeps Mum awake at 
night too. 
Families see that employment provides meaningful engagement and decreases the amount of 
additional support a person may require.  
 
4.3 The choices of participants as indicators of potential employment opportunities 
Knowledge of participants’ interests and choices gave an insight into potential vocational 
opportunities. For instance, one participant spent a lot of her spare time creating documents 
that included copied words and numbers, drawings, colouring-in and stickers. This 
participant worked happily in an office job for a number of years. On the other hand, those 
who like socialising may enjoy a job that involves interacting with people. One formal 
service provider said, I reckon he’s more of a people person so I don’t think he’d appreciate 
… having to count things … he’s got to be around people. 
 
4.3.1 Quality of performance linked to level of interest 
There appear to be contradictions between an individual’s performance in the context of 
sheltered employment and their engagement in other activities and experiences. Formal 
service providers described one participant as unable to concentrate and easily distracted at 
work.  Yet this person had a major interest in drama. Participant observation showed that at 
the drama group this person provided leadership, assistance and encouragement to other 
performers. He remained alert, engaged and attentive for hours at a time, both during 
rehearsals and at actual performances. He learned significant amounts of dialogue and 
responded to complex stage cues. This observation indicates that if his interest is engaged, 
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then concentration is not a problem. The distracted behaviour described by formal service 
providers is likely to be the result of his lack of interest in the work activity being undertaken.  
 
4.3.2 Interests and skills not always valued 
Information and insights about someone’s interests and skills can be ignored or devalued. For 
example, [He] won’t sort of persist with a task.  Well, there is a task that he will persist 
[with] all day and that is playing … Play Station.  … [He]’ll do that all day ... This kind of 
misunderstanding sometimes led to a mismatch between the person’s interests and the skills 
and abilities that formal service providers prioritised for development. Conversely, where 
people focused on the individual’s interests and skills and valued them, they were able to 
identify ways in which they could be used in the context of meaningful employment. Here is 
another view of the same person and some of the same skills from a family member: 
[He]’s great with Play Station … I imagine someone maybe with quadriplegia 
… [he] would go there … every afternoon … and they’d play Play Station 
together … [he]’s very caring and kind, so [he] could get him a glass of water 
or fix this or go and pick up that …   very good at that sort of thing, very 
attentive.  So [he] can offer that… good at going shopping.  I mean that [he] 
could add somebody’s shopping to his shopping list.  He could do that.  He’s 
very gregarious and sociable so he loves neighbours… so somebody, a young 
mother who had kids ... he’s great with kids.  He’d play with other people’s 
kids … he’d contribute quite a lot I think.  
These insights can be valuable in identifying vocations that are meaningful and that could 
form the basis of a career. Conceptualising career opportunities of this nature may involve 
stepping outside of the bounds of conventional or narrowly prescribed employment 
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opportunities and job descriptions.  Information and insights into someone’s interests and 
skills can also have implications for the structure and type of support that is developed. 
 
4.4 Vocational preparation and support 
We found evidence of vocational preparation and support that was effective, as well as some 
evidence about what was not supportive. 
 
4.4.1 Vocational preparation that fails 
Reports on the level and quality of vocational preparation experienced by participants varied 
widely. There is a focus by some formal service providers on fitting people into existing 
programs that often do not meet their needs. A family member said, 
The whole transition to work concept is you get it for 2 years and then you’re 
supposed to be completely independent. There’s no way [the participant] 
would ever be like that. 
 
A young participant who had not yet worked was seeking a career in food preparation. An 
employment consultant, who had never met her, advised the family she should enrol in a 
particular food preparation course for people with an intellectual disability. This was not a 
recognized certificate course and it was too rudimentary for the participant’s current skill 
level. The course included less complex tasks than those she did at home every day with 
minimal support. Her current skills included planning, shopping and cooking for the family 
regularly. Her interests and skills were not investigated or acknowledged by the employment 
consultant. The error was not discovered until it was too late to enrol in a certificate course 
that was more relevant to her needs. 
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4.4.2 Classroom-based vocational preparation 
Participants experienced models of vocational preparation that relied heavily on classroom-
based preparation, assessment of capabilities, and work tolerance. In practice this acted as a 
kind of de facto set of pre-requisites to gaining access to actual work experience. People who 
have difficulties in completing classroom-based tasks may never gain access to important 
work experience opportunities. The relevance of classroom-based activities is questionable, 
along with the predictive validity of classroom-based assessment in determining employment 
aptitude. 
I think it runs four days a week … They do more classroom based activities ...  
They do do some community access, and I don’t know how well [he]’d go in 
the classroom based activities… a lot more assessing… [he] didn’t seem to 
respond.  It was very much just in a room… So I don’t know how well [he]’d 
go with classroom based activities but [he] definitely’s got the independence 
and just everything I think to be able to get a job. 
  
A family member commented that undertaking the required written examinations put careers 
such as child-care out of reach. Agencies identified that resistant attitudinal barriers among 
employers have made it very difficult to obtain work experience opportunities. Using this 
model of classroom based vocational preparation, course participants have little opportunity 
to develop marketable skills and have them recognised. Paradoxically, after the failure of 
formal supports to provide important work experience opportunities, family members, using 
their personal networks, were successful in finding relevant and meaningful work experience 
for one participant. 
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4.4.3 Effective vocational preparation 
Participants described characteristics of effective employment preparation. For example, the 
organization that supported one person assisted her to get a job based on her personal 
interests, skills and choices, and provided on-the-job training and support. As a longstanding 
employee in competitive employment, she commented, They helped me get the job. They 
stayed with me until I got used to the job. 
 
Family and other informal network members who know a participant well can help to 
identify specific employment support needs and employment strengths. This includes 
consideration of skills such as the duration of attention, physical endurance, adaptability, 
communication and social interaction, as well as the qualities of effective support such as its 
style and focus.  
 
4.4.4 Effective employment support 
Effective employment support was characterised as proactive. For example, one formal 
service provider sought out information about the satisfaction of the person in their work and 
took steps to address a problem. A family member said, …[she] is a good worker…One day, 
one of the [employment support workers] visited ... and [she] must have been looking a little 
bit down and spoke from her heart and said I really would like a change. The employee 
continued the story: They said well yes, we’ll meet with the person [Personnel manager]. 
Would you like to work in [name of another department of the store]? I said yes, I would. The 
support organization negotiated the transfer between departments and ensured she developed 
the necessary new skills for the new job.  
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Participants needed sustained, ongoing employment support rather than support that was 
time-limited and focused upon withdrawal. A family member said, 
[The participant] did a great placement at a café … but as soon as [the participant] 
learned the tasks and the … support person would pull back [the participant] would 
do it for 10 minutes ... So that really gets in the way of …  holding down a proper job. 
 
A family member of one participant identified a need for an ongoing supportive partnership. 
She said, 
… a good support person for [him] is someone who’s there but not following 
… every move but just as a back-up in case things don’t go all right. [he] 
could really work well in open employment I think ... if there were someone 
there working alongside …  
 
Ongoing consistency of support at work was also identified as being important. A family 
member said, 
Well, [the participant] was working at [  ] … feeding the homeless.  [the participant] 
helped with the breakfast program.  That was very successful as long as a consistent 
carer went and then it was working well.  But ... the manager left and it all sort of 
petered out and that started to not work very well.  You have to have really good 
consistent carers. 
 
Periods of organizational change in employment settings can make people with disabilities 
particularly vulnerable; increased support is important during these times. One participant 
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experienced a major disruption to her career.  A family member said, … she really liked that 
job … I think the people [management] changed, and then I don’t think she got on well with 
somebody, and then they made her redundant.  
 
Effective employment support was important in recognizing, maintaining and building 
employment skills, social, and travel skills. Families in the study have worked hard to achieve 
such support. A family member said, I could see [she] had a lot of potential and a lot of social 
skills… I really believed with her father and [participant] deep down that she could do more 
with … work skills. It took three years for this family to find an organization that could 
provide appropriate employment support, but it has since been a very successful partnership. 
This employee said, That’s right they travelled with me to and from until I got used to the 
travelling. That was really good, yeah and I’ve got used to that now. The characteristics of 
effective vocational preparation are as follows.  
 
 Assistance to secure employment should be based on the skills, interests 
and choices of the person.  
 Individually tailored on-the-job training. 
 Frequent, proactive, consistent and ongoing support developed by those 
who know the person well. 
 Build and maintain employment skills. 
 Address support needs in related employment experiences and related 
skills such as travel and social interaction. 
 
4.4.5 Vocational support that fails 
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Informal support network members reported that sheltered employment was less meaningful 
than competitive employment. It did not address the skills, interests and choices of 
participants. In particular, some of the models of support did not consider participants as 
individuals with specific and separate needs. People who know a person well can clearly 
identify the nature and type of support needed, but they have difficulty actually finding the 
formal support that meets their family member’s needs. A family member said, 
Doesn’t seem to be a concept of supported employment… you know, sheltered 
workshops - [he] went there and hated it … didn’t like it, it was boring … and  
[he] told them so … they didn’t like [him] because most people there were 
very institutionalised and I think very quiet and [he] was a bit out there for 
them.  I think they were a bit scared of [him] really. 
 
One participant had a period of unemployment after many years of continuous competitive 
employment. During this time her family reported that her employment agency made no 
attempt to maintain her vocational skills. The agency finally placed her in sheltered 
employment. Family members commented that she was no longer being ‘pushed’ at work and 
that consequently work skills were declining. A family member said, … [she]’s in a 
workshop … and I’m finding that really disappointing. Another family member said, I can 
see [her] becoming more narrow in her outlook. 
 
Families expressed a preference for competitive (open) employment opportunities: I’d hope 
for open employment … because I think supportive [sheltered] employment is too restrictive.  
Participants reported concerns about the social environment in sheltered employment 
contexts. … the young people were just a bit rough and I thought no, this is not where I want 
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to be. Families searched for effective support for competitive employment. Sheltered 
employment opportunities were more readily available, but families expressed concerns 
about the difficulty of moving from sheltered to competitive employment when work skills 
are eroded in sheltered employment. 
 
The failure of employment support and its impact on employment opportunities and 
continuity had serious implications for the economic and physical well being of participants.  
Important support needs could be misunderstood or neglected with dangerous consequences. 
They weren’t very diligent about [his] medical needs. [He] had a major  
[hypoglycaemic attack]… they thought he was just being difficult.  They got a bit 
of a shock I think.  I don’t think they wanted to be bothered… he was too hard 
work for them. 
 
The ongoing challenges of getting one participant involved in meaningful employment 
resulted in the goal of paid employment being abandoned. A family member said, 
During the day we’ve struggled with trying to get [the participant] into work, 
transition to work.  None of it worked, hopeless.  So now [the participant]’s 
moved to a different community participation program … and that’s a day 
program, but they’re thinking of trying to build in some voluntary work and 
various other things. 
 
The obstacles to effective employment support are outlined below: 
 Inadequate identification of support needs. 
 Lack of responsiveness to individual needs. 
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 Emphasis on fitting people into existing models of support. 
 Lack of meaningful employment opportunities in sheltered employment. 
 Loss of vocational skills or failure to develop vocational skills in sheltered 
employment. 
 Difficulty moving from sheltered to competitive employment. 
 Classroom-based vocational preparation.  
 Use of classroom-based learning experiences and written examinations as pre-
requisites to more meaningful and effective employment (preparation) 
opportunities.  
 Failure of employment support agencies to find opportunities for work 
experience and on-the-job training. 
 
4.5 Occupational fit 
For participants to engage in meaningful paid employment, there needs to be a good 
‘occupational fit’ between several of the critical elements identified above. If there is a good 
fit between the person’s skills and interests and the type and nature of the work, this will 
influence the person’s support needs. Effective employment support should be well matched 
to skills and interests. Family members and others have important insights to offer about 
effective supports. For several participants, classroom-based preparation was seen to be much 
less relevant than more practical on-the-job experience.  
 
4.6 The roles of informal support network members 
Informal support network members played a pivotal role in identifying the person’s interests, 
skills and choices. They used this knowledge to identify support needs and how to meet them 
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effectively. Their roles extended even further. Family members identified failures in existing 
employment support programs, then systematically searched, for years if necessary, for 
agencies that provided appropriate employment support. They attempted to renegotiate the 
nature and quality of support to improve its effectiveness. Where necessary they developed 
their own strategies to secure meaningful employment preparation and engagement for their 
family member with a disability. Even so, they continued to encounter obstacles. For 
example, a family member asked an agency to seek competitive employment for one 
participant. Two years later there had been no action. The agency justified its inactivity by 
explaining that people who are working in sheltered employment are at least in work, and 
they do not seek competitive employment for their clients unless they are unemployed. This 
view is not consistent with the opinions expressed by network members about sheltered 
employment or with the Disability Service Standards. Other family members have been 
involved in developing important employment opportunities using their own networks to find 
work experience and identify job openings.  
 
Families perceived that there were significant structural disincentives affecting finances and 
the future security of work arrangements. 
[She] only works ten hours a week, three days… you know there’s no reason 
why she couldn’t work more but … she would then lose [the] pension and 
benefits … And it’s that struggle … could [she] earn enough to live on, if she 
didn’t have those added benefits? It’s a real catch 22. 
 
Despite uncertainties in obtaining up to date and accurate information about the impact of 
employment on entitlements, and the nature and quality of support available, families were 
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attempting to pioneer new employment models that would accommodate participants’ needs 
in ways that existing programs did not. One family member said, 
…I’m hoping that in the intentional community that we set up there will be 
enough work there that [he] would be able to like work ... at home if you like 
... with enough support around the place [he] could work in a café or help in 
the garden or whatever or go shopping for someone or something so it will be 
built into the day. 
 
There is considerable effort and energy involved. Family members who have been at the 
forefront of pioneering endeavours for years, and even over decades can become tired. The 
sister of one participant identified the active involvement of a more extended network in this 
important role as critical for the future.  
 
5.0 Discussion 
The focus of this research was on understanding the employment experiences of four people, 
each at the centre of individual personal support networks.  Although the participants in this 
inquiry were selected because of the diversity of their employment experiences, they cannot 
be said to be representative of all appropriate fields. The detailed information provided 
permits readers to formulate hypotheses that could be explored in other contexts. 
 
We set out to understand and describe the experience of work and preparation for work of a 
group of four people with an intellectual disability and their personal support networks. The 
experiences of employment reported by participants in interviews and through participant 
observations clarified key characteristics of and obstacles to effective employment 
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preparation and support. The skills, interests and choices of the people with intellectual 
disabilities at the centre of each of the networks of support were identified as a central 
reference point in the development and maintenance of employment opportunities and 
support.  The findings of this study are consistent with literature on the significance of 
employment in people’s lives and its impact on a range of factors including identity, esteem, 
opportunities for social relationships and well-being. [3, 22, 29].   
 
This study highlights the important insights and contribution of informal support network 
members in the vocational preparation and employment of the participants.  This is consistent 
with emerging understanding of the support provided by community members and family in 
the achievement of important life goals, experiences and outcomes and frustration with the 
perceived failures of bureaucratised formal services to deliver valued opportunities such as 
meaningful employment opportunities [6].  
 
The characteristics of effective employment preparation and support identified by support 
network members in this inquiry are consistent with the principles of best practice in 
supported competitive employment, such as the provision of on the job assessment and  
training, job design and development to match the person’s skills and interest [31]. However, 
our findings suggest that such best practice is far from common practice.  
 
Self-determination in the context of employment is not a simple choice of do you want this or 
that job, but an exploration of options to find a good match with the person’s preferences and 
interests. Reaching a true understanding of these preferences requires long-term engagement 
with a person with an intellectual disability and respect for the knowledge and views of 
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family and other members of the person’s support network. Likewise, this approach suggests 
that the person with intellectual disability may need to directly experience various 
employment options to find one that he/she genuinely prefers. Finally, people’s preferences 
change over time and workplaces can also change in ways that mean a once enjoyable job 
may become less preferred over time. Support for self-determination implies continuing 
support to develop or change one’s work life throughout one’s career. 
 
Further research is needed on the occupational careers of people with an intellectual 
disability, specifically, identifying the occupational transitions that occur and tracing the 
identification and development of a specific occupation within its context. Most importantly, 
greater attention should be given to describing the role of informal support network members 
in understanding and giving meaning to occupations and developing strategies for enhancing 
employment opportunities. Additional avenues of inquiry arising from this study would 
include (a) how the balance of occupations in a routine is understood and addressed, and (b) 
decision-making processes used in the development of employment opportunities and in 
structuring participation. 
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